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Parental 
GENERAL COMMENTS
Thank you for the opportunity to review this paper, which is well written, informative and so important. Especially the personal examples really highlight the issues and also bring in the patient as a direct voice. I wholeheartedly agree with the author that for families with prematurely born children the question of how to participate as an independent citizen is most urgent. I was wondering whether this paper could also point to how standard outcomes could be reframed into patient-centred outcomes, for instance in the form of a before and after table or with a couple of brief case studies. In reality, I think this occurs through having various levels of outcomes: long-term, overarching and short-term. If the short-term is coming out of line with the overall desired outcome, it needs to be adjusted. For that, you need good, ongoing dialogue with the families involved. As this paper highlights, paradigms, mindsets and methods used are very important. Only a participatory design can give a participatory outcome. The Epicure studies and the Life after NICU report from the Smallest Things give further context. Thank you for this excellent paper.
VERSION 1 -AUTHOR RESPONSE
Many thanks for taking the time to review my article and for your helpful guidance regarding revisions. I have taken your recommendations on board and have amended the article.
As a non-academic I have limited access to online journals and as such am somewhat restricted in the reference pool from which I can draw regarding references etc but I trust that you are already aware of this fact.
